La organización de las poblaciones clave ligadas a la transmisión del VIH: una intervención para abatir el estigma; México, 2005México, -2009 RESUMEN Una aproximación cuali-cuantitativa es la base para el análisis de los resultados del proyecto "Vida Digna", cuyo objetivo fue abatir el estigma y la discriminación en el campo de la transmisión del VIH a partir de las acciones realizadas por organizaciones de la sociedad civil durante el período 2005 al 2009, en la región mexicana llamada El Bajío. Los resultados se analizaron en los años 2009 y 2010. Las organizaciones participantes estuvieron compuestas por y para las denominadas poblaciones clave, defi nidas como grupos vulnerables a infectarse pero también capaces de resistir y controlar la transmisión del VIH, el estigma y la discriminación, que se constituyen en barreras importantes para la búsqueda de atención y en el control efectivo del VIH. Se describen y analizan las acciones y el fortalecimiento de las organizaciones participantes. Resaltan la visibilización de nuevos actores sociales, como las mujeres transgénero y los usuarios de drogas inyectables, y las acciones informativas dirigidas a periodistas, policías y militares para evitar la criminalización y persecución de estos grupos. pALABRAS cLAVES Organizaciones No Gubernamentales; VIH; Estereotipo; Prejuicio; México. 
INTRODUcTION
This article presents the results of actions taken by Civil Society Organizations (CSOs) to reduce stigma and discrimination against social groups related to the transmission of HIV/AIDS, through participation in the "Vida Digna" [Spanish for "life with dignity"] project. These actions were carried out between 2005 and 2009 in the Mexican region of El Bajío, which comprises the states of Guanajuato, Aguascalientes, San Luis Potosí, and Querétaro. This area has been historically characterized by conservative attitudes, particularly with regards to the sexual practices of social groups marginalized by hegemonic moral standards.
The National Census of Civil Society Organizations conducted by the National Center for the Prevention and Control of HIV/AIDS [Centro Nacional para la Prevención y el Control del VIH/ sida], a Mexican governmental agency specializing in the treatment and care of this disease, indicates that there are 318 CSOs working with these issues (1), 7 of which are located in Aguascalientes, 3 in Guanajuato, 4 in Querétaro, and 2 in San Luis Potosí. On the other hand, the records of the non-governmental organization Amigos contra el SIDA [Friends Against AIDS] contain information on 264 organizations, 3 of which are located in Aguascalientes, 7 in Guanajuato, 4 in Querétaro, and 2 in San Luis Potosí (2) .
In the case of the "Vida Digna" project, a total of 18 CSOs participated, nine of which continued their operations through 2009. These organizations were all made up of what are commonly referred to as key populations: From its beginnings, the "Vida Digna" project encouraged the implementation of community diagnoses as a way of addressing the specific needs of the key populations present in these jurisdictions. In all of the participating organizations, these diagnoses revealed the necessity of focusing actions on sex workers, gay men and men who have sex with men, transgender persons, and intravenous drug users (3) . These groups are more likely to be exposed to HIV and to expose others to the virus, and therefore have a fundamental role in changing the dynamics of the epidemic. Specifically, the approach of the "Vida Digna" project was to place the focus on these groups in order to change the dominant paradigms of prevention and action, address the barriers of access to services, and strengthen the CSOs that promote these changes.
In Mexico, the project was led by the Positive Action program and the Colectivo Sol organization, a member of the International HIV/AIDS Alliance based in England, which organizes CSOs working to control the spread of HIV worldwide.
Stigma and discrimination form part of the cultural baggage that lead to negative associations regarding groups of people commonly linked to HIV transmission. The negative perception of those most affected by HIV stems from its association with groups historically labeled as undesirable, as in the case of some indigenous groups, gender non-conforming individuals, and/or socioeconomically disadvantaged sectors (4) . The processes of stigmatization translate into collective health determinants, given that they form part of the habitus, that is, the space in which social positions generate and reproduce practices that are: These practices influence the lack of access to health services faced by key populations, in addition to the general lack of actions aimed at prevention or the mitigation of the damage done by the disease. Infante et. al. (6) have documented the extent to which the knowledge, perceptions, and practices of the staff of Mexican state health services are imbued with non-scientific notions regarding HIV transmission. This situation, coupled with negative perceptions of stigmatized groups, leads to human rights violations -for example, in relation to the confidentiality of health status and autonomy in deciding to perform the test -even when it contradicts official discourses and legislation protecting these rights. This often generates mistreatment toward patients infected with the virus, including the rescheduling or cancellation of appointments or surgical interventions (6) .
Stigmatization is a social process that occurs in the context of interaction (7); it is a differentiating mechanism and is therefore relational. Regarding this system of relations in which difference is established, Bourdieu points out: It follows that stigmatizing signals are always established in relation to an "Other," and refer to an "attribute that is deeply discrediting; […] [hence] a language of relationships, not attributes, is really needed" (7 p.13). Thus, it can be described as a relationship between different groups wherein the difference will be based on the prevailing standards of normalcy and deviance at a given time and in a given place. What characterizes stigma, in addition to a negative connotation, is its scapegoating effect and the consensus it manages to achieve around the social sanctions applied.
Stigma deprives those who bear it of their human essence: "By definition, of course, we believe the person with a stigma is not fully human" (7 p.15) . In turn, it leads to a justification of actions intended to avoid, obscure, or isolate the subject identified as anomalous:
On this assumption we exercise varieties of discrimination, through which we effectively, if often unthinkingly, reduce [the subject's] life chances. We construct a stigma-theory, an ideology to explain [their] inferiority and to account for the danger [they] represent... (7 p.15) In the context of a medicalized society, the stigma associated with HIV transmission becomes a framework for distinguishing what is considered to be normal from the abnormal. These are forms of symbolic domination: "symbolic domination [...] is based on ignorance and therefore on the recognition of the principles in whose name it is exerted" (5 p.170). In essence its function is to maintain social control by reproducing that which is hidden. Goffman, for instance, notes that stigma can conceal other distinctions: "sometimes rationalizing an animosity based on other differences, such as those of social class" (7 p.15). The consequence is that the horrified "normal" subjects distance themselves from the anomalies, thereby strengthening the segregation that ensures social control through this discrimination. Thus, stigma and discrimination are mechanisms that complement each other and form part of what Jonathan Mann et. al. have called the other epidemic related to HIV transmission (8 p.19 ). This refers to a social epidemic that does not necessarily fall within the realm of biological processes, although it is anchored in a medical viewpoint (9) : if an infected individual can transmit a disease, and if social processes are translated into biological metaphors (morally ill societies, made up of ill people suffering from the same disease, for the same reasons), then people who are physically and socially ill can spread this disease in all social spheres and are therefore considered dangerous. Given this, hygienic measures are seen as a necessity: that is, to isolate, separate, and even make the patient and the disease disappear. Behind these discrediting, isolating, and invisibilizing processes is the fear of the unknown and of that which cannot be controlled (10) .
Labeling a person who is suffering from an incurable disease -one which is at times associated with imminent death, often leading to the decision to commit suicide (11) -entails a violation of the right to life and to dignity, provokes suffering, and produces inequities in the field of public health (12), which in turn leads to greater social inequality (13) .
The "Vida Digna" project set out to put an end to these negative elements and forms of exclusion of groups associated with HIV by implementing interventions aimed at impacting policy makers and local resources. To do so, it was determined that CSOs with an important presence in their community and that were either made up of or provided services to key populations would be in charge of fostering changes in public services at the municipal and state levels. CSOs were considered for participation whether or not they were formally registered, with special attention given to those working with health service providers, the press, and the police. In 2005, the project contacted 18 CSOs, and over the course of four years Table 1 ). The project began by conducting "participatory community diagnoses," the results of which served as the basis for the specific work plans addressing the needs of each community.
Participatory community diagnoses constitute a methodology for exploring perceptions and needs through workshops and group sessions in which various topics are addressed from participants' subjective experiences, followed by an integration of the results in open discussion. To this end, various techniques were used with participants: the creation of community maps, social and body networking, descriptions of a "typical person," a weekly or daily journal, a personal timeline, and a "key" person in their family, in addition to an assessment of the services they have access to and their healthcare needs. In all of these exercises, personal experiences related to stigmatization and discrimination surfaced. Priority was given to the results of this exploration for the purpose of generating a comprehensive diagnosis of the needs of each community, which served as a starting point for the specific activities against stigma and discrimination that the project initiated.
METHODOLOGy
In order to detail the specific processes that took place within the organizations implementing the project, 26 semi-structured interviews were conducted with representatives of the 9 CSOs that participated in the entirety of the project, local health service workers, and informants from key populations in the following cities: Santiago de Querétaro (State of Queretaro); Guanajuato, Irapuato, and León (State of Guanajuato); Aguascalientes (State of Aguascalientes); and San Luis Potosí (State of San Luis Potosí). Contacts were established with the aid of the organization Colectivo Sol. Qualitative data collection was conducted between October and December 2009, with a second phase to obtain additional information held in February 2010. Moreover, the organizations' 2008 work plans and 2009 quarterly reports were used as a data source via document analysis. Qualitative data was useful for detailing the processes that the CSOs underwent and for revealing the non-measurable impact of the project's actions on the populations served by the CSOs.
To carry out a comparison of the capacities of each organization (as well as the interventions in general), we began with the idea that the observed changes in the CSOs were an important indicator of the impact that the project had on the reduction of stigma and discrimination linked to HIV transmission. In other words, the results of the measurement and comparison of these capacities over time (before and after participation in the project) constitute indicators of the project's impact on each organization: if the capacities of organizations were strengthened, a positive change was achieved in abating stigma and discrimination in El Bajío, even in the case of indirect relations.
Data on modifications in capacities were obtained through two cross-sectional measurements taken in the survey: an initial measurement in 2005 and another in 2009, when the project ended. Quantitative data was collected in 2005 by the organization Colectivo Sol at the beginning of the intervention. In order to obtain quantitative data for the year 2009, an Internet-based questionnaire was designed. This questionnaire contained the same questions as the initial survey to allow for comparison, and other questions were added as a supplement. Representatives of the participating organizations were invited to participate in the survey, and each organization was assigned a unique code to enter the platform in order to safeguard the confidentiality of the participants. In addition, the online platform had a startup filter detailing the objectives of the evaluation and assuring participants that the information would be To assess changes in the organizations, four capacities were identified and analyzed as being developed through participation in the "Vida Digna" project:
1. Capacities related to internal processes of the organization; 2. Capacities associated with the development of projects on stigma and discrimination; 3. Capacities related to political incidence in the community, such as the implementation of changes to local legislation in order to increase access to health services, to reduce the police penalties for the exercise of sex work in public places, to create programs for condom distribution in family clinics, and so on; 4. Capacities to identify the abatement of stigma and discrimination as an important part of the political actions undertaken by the CSOs (Table 2) .
Each indicator was broken down into variables and assigned a score that would serve as an ideal point of comparison, thereby functioning as a Weberian ideal type (Table 2 ). For capacities 1 (related to internal organizational processes) and 3 (in which influence in the local political arena is sought), the score was binary: 1 if the capacity had been developed and 0 if not.
For indicators 2 and 4 the notion of stigma as developed by Aggleton and Parker was operationalized; that is to say, deeply discrediting attributes that are anchored in gendered, economic, racial, and sexual structures, which become even more pronounced in the context of HIV transmission (4) ( Table 2 ). The score for these indicators was defined as high, medium or low: Source: Own elaboration. High: This score indicates that stigma is constituted by discrediting attributes and takes into account three or four of the central points identified by Aggleton and Parker (4): gender, economic, racial, and sexual inequalities and inequities. It also identifies stigma as a barrier to the development of public policies and access to services. Medium: Stigma is composed of discrediting attributes and refers to one or two of the points mentioned by the authors. It identifies only one barrier to the development of public policies or access to services. Low: Refers only to the presence of discrediting attributes, it does not identify obstacles.
For the sake of clarity, when detailing the changes attributable to the project, these scores have been converted into percentages.
Given that data from the online survey were self-reported by the organizations, a qualitative approach and periodic reviews of activity reports aided in limiting possible bias. Such mixed studies employing methodological triangulation have been gaining momentum over the past 20 years, particularly among researchers in the social sciences (16) .
Overall, the mixed design was useful for collecting descriptions of the processes experienced by organizations in El Bajío, complementing and providing explanation for data on the changes in capacities.
RESULTS
One of the most important features of the "Vida Digna" project was that it met the specific needs of each locality of El Bajío, which were determined through the application of a technique called "participatory community diagnosis" in each group's environment. Based on these diagnoses, each CSO developed a unique action plan resulting in a variety of initiatives. For instance, in Querétaro, CSO-13 attempted a direct intervention in the media by sending news stories and comments related to homophobia, discrimination, or stigmatization of key populations to print media over the Internet. The diagnosis of this CSO resulted from a traumatic experience: the murder of one of its members and the pursuant homophobic smear campaign, orchestrated by the state government and supported by the media and the Catholic church, aimed at justifying the shortcomings of the police investigation. This CSO also organized workshops aimed at spreading awareness of how to avoid stigma and discrimination associated with HIV and key populations, targeting local journalists and leading to the creation of a new vocabulary for reporting on issues related to HIV and key populations. Although they also developed electronic materials, maintaining their web pages was time-consuming and technically difficult to manage.
Similarly, in the states of Aguascalientes, San Luis Potosí, and Guanajuato, active organizations were created by three female leaders of the transgender community, two of which became formally registered associations -CSO-4 (a community group that continues the work initiated by CSO-3) and CSO-16 (which originated from the fusion of the organizations CSO-15 and CSO-8), which has gained recognition as a civil association. At the same time, two other organizations (CSO-4 and CSO-8) continue as grassroots collectives, with a strong presence in the community of transgender women, previously invisiblized and persecuted in their towns (Table1).
Working with issues in the transgender community requires sustained effort on the part of the organizations. Employment opportunities for trans girls, as they call themselves, are scarce: hair salons, clubs and bars, or the sex work circuit. Given that they undergo physical changes it is often difficult for them to go unnoticed; they are frequently expelled from schools or simply do not enroll, given that they know from experience that it is not an appropriate place for them due to the violence they may have faced during childhood and adolescence. According to their testimonies, transgender women suffer more harassment than the gay population, given that the latter can maintain their sexual preference a secret, thereby protecting themselves from stigma: The lack of access to schools acts as a limit to the technical skills of this population. For instance, the data collection in this study was conducted via an online survey. However, there were many difficulties in the collecting of data from these organizations due to respondents' lack of experience working with the Internet and difficulties in reading and writing.
Gay guys do not go through any noticeable changes. If they want to, they can look like "normal" guys and that makes their chances to go to school and to get an education better than the chances we have as trans
The accounts of representatives and beneficiaries of the organizations coincided with respect to the difficulties of working with trans girls, especially when they are involved in sex work circuits, an area in which social vulnerability is exacerbated by secrecy and persecution associated with these activities. Addiction, gender violence, and/or violence associated with drug trafficking complicate actions aimed at raising awareness, prevention, and control among the population of transgender women. Moreover, the hours kept by a typical sex worker, usually involving overnight work, generally prevent them from participating in workshops and meetings during the day. This same problem negatively impacts their access to health services, prevention information, and free condom distribution, since in Mexico these services are never available after two in the afternoon. These conditions nonwithstanding, several new organizations have been able to carry out systematic work with this key population, and the organization CSO-16 has been awarded the 2008 "Red Ribbon" by the United Nations in recognition of its work in this challenging field. Another organization, CSO-3, recieved the same award in 2010 for their continued work in the defense of Human Rights and the fight against stigmatization and discrimination faced by key populations. Currently, the three groups mentioned that work with transgender women's issues have become important actors in the development of policies related to HIV and key populations in their region. In the case of Potosí's CSO-16, sex workers and military and police forces were organized, and an agreement was reached in order to put an end to the persecution faced by sex workers. In Aguascalientes, the collective work of the organizations CSO-1, CSO-3, and CSO-4 has resulted in major political incidence in state agencies working with Human Rights as well as in the local Congress, which has contributed to the visibility of issues affecting gay men, transgender people, and sex workers, recognizing their vulnerability to discrimination, stigmatization, human rights violations, and limited access to health services.
In the state of Guanajuato, CSO-8, which was founded as a result of the project, conducted a safer sex campaign and sought political incidence in order to change local legislation seen as stigmatizing sex workers (including transgender women) with the aim of achieving protections for their workspaces, thereby diminishing the impact of persecution on the part of police and healthcare workers. The organizations CSO-8 and CSO-10 have organized marches and events aimed at raising visibility of the issues of discrimination and stigmatization related to HIV faced by key populations. Also in Guanajuato, in the city of Irapuato, CSO-7 managed to carry out an effective syringe disinfection campaign, thereby mitigating HIV incidence among intravenous drug users, who had previously faced limited access to public health services due to the criminalization of this behavior. Resulting from peer-based outreach, the organization managed to expand access to state-run public health services in order to diagnose and provide antiretroviral treatment to intravenous drug users infected with HIV, and to halt the transmission of the virus in this population. This was the one of the first outreach initiatives targeting these groups -apart from a few experiences in northern border cities -and the first that called attention to their presence and needs in the central region of Mexico. Additionally, as part of its attempts to support other key populations, the "Vida Digna" project spurred the creation of CSO-9, an organization in the city of Guanajuato working to provide services to gay men, a group that was previously underrepresented in city social services. Furthermore, raising the visibiliity of the gay male population in the city of Guanajuato strengthened the effectiveness of condom distribution campaigns and raised awareness among healthcare providers of issues of discrimination, particularly regarding access to rapid HIV testing and/or antiretroviral treatment.
The capacities of eight participating organizations were compared via data obtained from two surveys conducted in 2005 and 2009 (Table 3) . This comparison was used to measure aggregated capacities improved by the project, that is to say, the skills developed by the "Vida Digna" project. These calculations were performed with data from the eight organizations that had both initial (2005) and final (2009) measurements.
The qualitative approach revealed that organizations clearly identified certain political actors to form relationships for the purpose of establishing partnerships and influencing public policy. Furthermore, the organizations achieved an awareness of the importance of planning longterm, externally funded projects: Moreover, the project had a major impact on improving the visibilility of stigmatized populations as well as access to health services that were formerly denied to these groups due to stigmatization: The violence associated with the discrimination against key populations may also have been be mitigated by this project. According to respondents, a positive influence in the general population has been achieved: The project also diminished -although perhaps only temporarily -one of the most pervasive problems with violence faced by key populations in Mexico, particularly those participating in sex work circuits: military and police harassment. The quantitative approach allowed us to document and measure improvements in the capacities of the eight organizations that responded to the surveys in 2005 and 2009 (Table 3) . CSO-9, which was founded after the project began, saw and CSO-8 scored at the bottom (6 to 12 and 5 to 11 points, respectively), they still represented an important change given that these organizations serve the population of transgender women, a group that was previously not represented in civil society organizations related to the control and prevention of HIV. By grouping capacities together (Table 4 ), a comparison of the results from 2005 and 2009 show general improvement attributable to the project. The most developed capacity was political incidence (which grew from 18 to 29 points), followed by the development of knowledge and skills for creating projects on stigma and discrimination (from 30 to 41 points), the importance of identification and reduction of stigma via public policies (23 to 34 points), and finally the strengthening of structures and internal processes (33 to 43 points). Collectively, these capacities improved from a score of 104 to 147 points (Table 4) .
cONcLUSIONS
Although the project improved the four main capacities for reducing stigma and discrimination (from 54.2% in 2005 to 76.6% in 2009) among the organizations of El Bajío by raising the visibility of historically stigmatized groups and working to achieve political incidence at both the state and national levels, it had less success with the development of measures to strengthen the internal structures of organizations. Limited progress in this area has implications for the viability of long-term actions aimed at reducing stigma and discrimination, given that the consolidation of the internal structure of organizations can lead to external recognition, especially by government bodies or public agencies, affording the organizations access to funding for specific interventions and allowing them to continue operating even after the project has ended.
Organizations of transgender people involved in sex work
One of the most notable achievements of the project was its role in consolidating the work of the three organizations that focused their actions on transgender people, perhaps the group facing the most negative identification and discrimination due to practices associated with bodily changes and participation in sex work circuits. All of the organizations focusing on these groups were created under the impetus of the project, led by transgender women involved in sex work circuits. CSO-4 and CSO-8 greatly increased their capacities despite severe limitations due to the stigmatization and discrimination they have historically faced. These positive changes nonwithstanding, it should be noted that these two organizations have not managed to become legally registered and therefore run the risk of failing to achieve political incidence and disbanding without having stimulated structural changes regarding stigma and discrimination. Moreover, qualitative analysis indicated that CSO-16, a legally registered organization, contributed to the creation of new niches for people participating in sex work circuits, a group that has historically faced limitated employment opportunities and increased vulnerability to poverty and exploitation due to stigmatization. Therefore, we contend that the legal recognition of organizations may also contribute to employment opportunities available to certain groups marginalized in the labor market.
knowledge on stigma and discrimination: obstacles to putting it into practice
In general, all organizations had clear working definitions of stigma and discrimination. Additionally, representatives of the organizations that participated through 2009 clearly indicated that the project helped them to rebuild their own identity from a non-stigmatized perspective, given that many of the leaders were also beneficiaries of their own organizations. Nevertheless, qualitative data revealed that all of the organizations noted that they have not been able to fully overcome homophobia coming from diverse groups. Although participants in the project were able to identify major pre-existing stigmas, they were not able to differentiate as clearly between the different forms of stigma and put into practice specific interventions to reduce them, which in turn resulted in fragmentation of the joint actions coordinated by organizations of the same region.
Indicators of assessment and mobility of organizations
The project proved to be an effective intervention in terms of the strengthening the participating CSOs: it consolidated some and created others. Nonetheless, data collection and comparison of results proved difficult, due to the diversity of the actions carried out by organizations. This calls attention to the importance of developing methods and techniques for keeping records on a variety of interventions and their impact from the beginning of their implementation that can also account for their specificities. The use of information technology and the Internet proved advantageous, indicating that it is necessary to review and evaluate potential uses for similar projects.
On the other hand, there was a notable mobility on the part of organizations participating in the project during its five years of operation. Of the 14 initial CSOs, five remained active throughout the course of the project, one participated intermittently, and four new organizations were founded.
The evaluation revealed that in most cases the disbanding of CSOs was attributable to a tendency of key populations to remain undercover, which conflicted with the project's objective of raising visibility. A discussion of this contradiction cannot be ignored in any intervention involving stigmatized and/or criminalized groups.
The need to assess changes in knowledge, perceptions, and practices of healthcare providers working with these populations suggests that it might be appropriate to apply short, pre-validated questionnaires on stigma and discrimination to those providers.
In summary, the evidence gathered in this assessment seem to indicate the following regarding interventions aiming to abate stigma and discrimination:
1. Their success stems from the participation of organizations created by and for members of civil society. Peer-based work, as in the case of actions conducted with intravenous drug users, contributes to increased levels of trust on the part of difficult to access or invisiblized populations and can have political impact in terms of building programs to meet their specific needs. 2. They must be sustained by strategic plans designed to direct the work of the organizations. The strengthening of the organizations' internal processes and their formal recognition represent important elements to ensure their viability. 3. They entail the construction of process-based indicators that allow for comparability but at the same time account for the specificity of programs that address particular situations, as in the case of the "Vida Digna" project. Stigma and discrimination take on different forms in different contexts, and therefore the construction of indicators to assess their impact presents the challenge of creating standard measures that do not erase the specificity of each situation. 4. They require technical capacities for Web-based information management. The advantages of so-called "social networks" must be taken into account in order to reduce the costs of communication and promotion of activities, thus enabling the organizations to allocate more of their resources to the abatement of stigma and discrimination rather than the maintenance of costly websites.
5. It is clear that the organizations must develop an understanding of the dynamics of local leaders, the internal organization of health services, and the media in order to carry out more specific and efficient political interventions. Notions of the structure of institutions, the construction of leadership networks, and coordination of functions are all necessary depending on the type and level of political incidence desired. That is, an intervention targeting the internal policies of hospitals related to the care of key populations will differ from a proposal in the legislative sphere to design policies aimed at reducing stigma and discrimination.
Finally, we suggest that groups participating in interventions -particularly those that result in the creation of new organizations serving highly stigmatized populations -should share experiences regarding the implications of converting key populations into CSO representatives. The creation of CSOs allows for the opening of new niches in the job market for groups whose opportunities are limited, as demonstrated by the case of organizations working with sex workers. However, this must be combined with demands to recognize sex work as legitimate formal employment, implying rights and obligations of the people participating in this activity. The right to citizenship should guide this reflection, which does not always occur in Mexico.
